If you do decide you are happy to take part, the final page of this document is the consent form. By clicking next from the consent form to the BeforeStudy Questionnaire and submitting it, you are indicating that you:
• Understand what you have read; • Consent to take part in the research project; • Consent to participate in the research processes that are described; • Consent to the use of your personal and health information as described
*You can print this Participant Information and Consent Form to keep.
What is the purpose of this research project?
*You will have discussed your suitability for the study in your phone call from clinical investigators at the hospital. From this phone call, you confirmed that:
• You can speak, read and write English well • You have regular Internet access and are able to use the Internet reasonably well • You are willing to register with Gmail and Facebook (if you don't already have accounts) and be bound to the Sites' terms and conditions • You are not currently participating in any online intervention to manage your pain • You are not currently using online resources for chronic pain management
We will collect information from you, including your answers to a range of questions, to better
PATIENT INFORMATION
understand your use of Internet resources to manage your pain, and its impact on your condition. These answers may be used to guide treatment in the future and to measure any benefits of using Internet resources as part of pain management. We realize that it is hard to properly measure the effect of using the Internet on your pain. However, the project aims to assess suitability of providing supportive resources to people such as you as you wait to access the chronic pain clinic.
This study is being conducted as part of a PhD research project from the Health & Biomedical Informatics Centre (Melbourne Medical School, the University of Melbourne) in conjunction with us at the hospital.
......please continue over page
What does participation in this research project involve?
The study runs for 12 weeks. If you agree to participate, please click 'next' to view the consent form. By clicking through from the consent form you will be guided to the BeforeStudy Questionnaire where you will be asked questions regarding basic information about yourself and your pain. We anticipate our questionnaires to take about 1520 minutes to complete. Completion of this questionnaire implies your consent to be involved in the study.
Collecting your answers to these questions aims to help us better understand your pain, its impact and how well suited different Internet resources are to improving your pain. These answers will provide insight into the benefits of adding Internet resources to pain management. We realize that it is hard to properly measure the effect of using the Internet on your pain. However, it will give us a better understanding of the ways people with chronic pain use the Internet and how it impacts pain.
After submitting your BeforeStudy Questionnaire, we will contact you again by phone to finalise details.
You will be:
• Completing the study over the 12 week period • Provided with a handful of preselected online resources (selected and approved by the research team) (including YouTube videos, a Facebook support page and a selection of pain blogs) for you to visit and use over the 12 week period • Provided with links to the resources and brief instructional videos to use later as you need • You will be contacted at monthly intervals by clinic staff at the hospital to touch base about your progress (please note: these will not be pain consultation sessions) • When you complete the study, you will be required to complete the Followup Questionnaire to assess your pain and use of the resources provided o We will also invite you to save and email us screen shots that show different areas of your usage (any identifying information will be removed) We can't guarantee or promise any benefits from participation in this research. However, participating in the study may be beneficial towards improving your understanding about pain in order to manage it more effectively. Also, your participation may assist us in providing improved pain services in the future.
What are the possible risks?
Be aware that resources, such as those used in this project can sometimes contain incorrect information, and in the worst case scenario this can lead to inappropriate decisions being made about your pain management. Internet resources and the resources used in this study are to be used as guides only and are not a substitute for medical care and advice If you are unsure about any particular information you found online during this project, please consult your doctor.
You should be aware that responding to questionnaires about your pain or feelings regarding its effects may cause some people distress.
If you become upset or distressed as a result of participation in the research, the researchers are able to arrange for counselling or other appropriate support. Any counselling or support will be provided by staff that are not members of the research team. In addition, you may prefer to suspend or end your participation in the research if distress occurs.
Are there alternatives to participation?
Participation in this research is not compulsory. You may begin completing the questionnaire but chose not to submit. You may choose not to complete the questionnaire, which will not stop you being offered care through our service.
Do I have to take part in this research project?
Participation in any research project is voluntary. If you do not wish to take part you don't have to. If you decide to take part and later change your mind, you are free to withdraw from the project at any stage. However, please note that to withdraw after submitting the Followup Questionnaire, you would need to contact the researchers.
Your decision whether to take part or not to take part, or to take part and then withdraw, will not affect your management at the Royal Melbourne Hospital Chronic Pain Clinic or your relationship with the hospital.
What if I withdraw from this research project?
If you do withdraw, please notify Mr. Steven Mantopoulos to let him know (contact information in section 13 of this document).
Any information that you have already submitted will be kept by the researchers. This is to make sure that the results of the research can be measured properly. If you don't want this to occur, you should choose to not participate.
Could this research project be stopped unexpectedly?
We don't expect this project to stop unexpectedly. A notice to complete the Followup Questionnaire will occur 12 weeks after you begin (that is after you submit the BeforeStudy Questionnaire)
How will I be informed of the results of this research project?
The results of this research project may be used to plan improvements to pain services in the future and will possibly be published in medical journals and presented at conferences. Whilst we do not plan to notify all participants with a summary of the results, we would be happy to provide the results upon written request.
......please continue over the page
What will happen to information about me?
Any information collected for the purpose of this research project that can identify you will be treated as confidential and securely stored. It will be disclosed only with your permission, or as permitted by law. Information will be stored in paper form in a locked filing cabinet, and computer form in a passwordprotected network, at the Health and Biomedical Informatics Centre, the University of Melbourne for 7 years and be accessible only to investigators participating in the project. We will require this stored information to include your name and other identifying details (eg. hospital record number, email address) in order to track your progress through the study, which is part of usual practice. This information will be used to remind us to prompt you to complete the Followup Questionnaire. Your information will be coded and all identifying information will be removed at the end of the study, before being stored as above. The code linking your details to any of this stored information will be stored at the Health and Biomedical Informatics Centre.
In any publication and/or presentation, information will be provided in a way that you can't be identified, except with your permission.
Information about your participation in this research project may be recorded in your health records, but your decision to participate in the study or not will not affect your access to services at the hospital.
How can I access my information?
In accordance with relevant Australian and/or Victorian privacy and other relevant laws, you have the right to access the information collected and stored by the researchers about you. You also have the right to request that any information, with which you disagree, be corrected. Please contact one of the researchers named at the end of this document if you would like to discuss access to your information.
Is this research project approved?
The 
Who can I contact?
Who you may need to contact will depend on the nature of your query, therefore, please note the following:
For further information:
If you want any further information concerning this project or if you have any medical problems If you have any complaints about any aspect of the project, the way it is being conducted or any questions about being a research participant in general, then you may contact: Name: Jessica Turner, Manager Melbourne Health Human Research Ethics Committee, Telephone Number 9342 8530 ......continue to consent form I have read, or have had read to me in a language that I understand, this document and I understand the purposes, procedures and risks of this research project as described within it.
PATIENT INFORMATION
I have had an opportunity to ask questions and I am satisfied with the answers I have received.
I freely agree to participate in this research project as described.
I understand that I can print a copy of this document to keep.
*By clicking 'next' you will be taken to the BeforeStudy Questionnaire. By submitting answers to this questionnaire you are indicating that you have read and understood this information and the information contained in this document, and thus agree to participate in this study. The following section relates specifically to your CONFIDENCE with selfmanagement despite your pain:
For each of the following statements please choose the number that corresponds to your confidence that you can do the tasks regularly at the present time Please select:
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